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Purpose: In Korea, most elderly with dementia receive care from family members, yet little research is
available on the experience of dementia-related anxiety in middle-aged female caregivers for a family
member with dementia. The purpose of this study was to describe the lived experience of dementia-
related anxiety in middle-aged female caregivers for family members with dementia.
Methods: A descriptive phenomenological study was conducted. A purposive sampling strategy was used
to recruit participants. Twelve middle-aged women (40e59 years, mean age ¼ 51.90 years) who were
family caregivers were interviewed from February 2014 to August 2014. Data were collected through
semistructured interviews and analyzed using Giorgi's method.
Results: The essential structure of the phenomenon was a fear of losing self-identity. The main essence
was represented by six components: keenly feeling the effects of aging because of memory deﬁcit,
continuous comparison of the family member's behavior with that of the participant's, Finding it painful
to see a family member with dementia as he/she does not know how this will end, not knowing the
conclusion of the disease process, reducing the risk of dementia, and trying to change one's lifestyle from
what it used to be in the past.
Conclusions: The study provides the essential structure of the experience on dementia-related anxiety
that caregivers of a family member with dementia have. The ﬁndings could help healthcare providers
and researchers have better understanding of dementia-related anxiety and give more attention to the
caregivers to relieve their anxiety.
Copyright © 2016, Korean Society of Nursing Science. Published by Elsevier. This is an open access article
under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).Introduction
Dementia is a progressive brain disorder leading to a loss of
memory, judgment, and the ability to perform activities of daily
living [1]. According to a nationwide study on the prevalence of
dementia in Korea [2], the risk of dementia increases with age; it
reached 9.18% in those 65 years and older in 2012. Interestingly, the
majority of the older adults with dementia (97.1%) were receiving
care from a family member (e.g., a daughter or a daughter-in-law),
rather than from nursing institutions. Of those who were caring for
older adults with dementia in community settings, most were
middle-aged women (67.2%) with an average age of 57.3 years [2].
The fundamental cause of the brain cell destruction in dementia isC, College of Nursing, Chon-
angju, 61469, South Korea.
ciety of Nursing Science. Publishedstill uncertain. However, considering the risk factors of dementia,
such as aging and female gender [3], awareness of dementia is very
important, especially in middle-aged female caregivers. To increase
the early detection and public awareness of dementia, the World
Health Organization recommends implementing intervention
programs, not only reducing dementia-related stigma and
providing better nursing care for patients with dementia, but also
providing more information and support to their caregivers [4].
Caregivers for a family member with dementia (FMWD) expe-
rience emotional strain, including anxiety from the negative effects
of caregiving [5]. According to the ﬁndings of a review of 33 pub-
lished articles [6], caregivers of a dementia patient have high levels
of anxiety and depression. In general, anxiety about dementia
development has been reported in 50.0% of middle-aged adults [7],
and concern about dementia development was more prevalent in
adults with a family history of dementia compared to thosewithout
such a history [8]. Of adults aged 40 years and older, 51.0%by Elsevier. This is an open access article under the CC BY-NC-ND license (http://
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icantly, dementia-related anxiety (DRA) is associated with being a
family caregiver for an elderly person with dementia; thus, care-
givers for an individual with dementia may have additional strain
[10].
According to a poll in the United Kingdom regarding their fear of
various medical conditions [11], of those aged 50 years and over,
two-thirds (68.0%) of the participants reported that dementia was
their most feared disease, while only 9.4% mentioned cancer as the
most feared. In another study conducted with adults (N ¼ 1,007)
that examined the fear of Alzheimer's disease, the percentage of
people who feared dementia increased 1.5 times, from 20.0% in
2006 to 31.0% in 2010; 66.0% of those surveyed were concerned
(from “a bit” to “very”) about providing care for a family member
suffering from dementia [12]. From a survey of awareness of de-
mentia risk and prevention in healthy adults (over 50 years), re-
searchers reported that women were more worried compared to
men about developing dementia, and persons with families
affected by dementia were more concerned compared to those
unaffected by dementia [9]. Another research ﬁnding about the fear
of dementia showed that 60.0% of the study participants aged
18 years and older had dementia-related fear, and the fear of de-
mentia in middle-aged women was experienced most often in
those who had cared for someone with dementia [13]. Participants
whose parents were diagnosed with dementia indicated that they
were more concerned about their own risk factors for dementia
compared to those who had no family history of dementia [14].
Researchers compared families with a dementia patient to those
without a dementia patient and found that 92.0% of the partici-
pants with an FMWDworried about the onset of dementia at a level
from “somewhat” to “very” [15]. This indicates that a family history
of dementia is a major predictor of dementia worry and fear of
dementia, and middle-aged women with a family history of de-
mentia have the highest level of fear of dementia.
Regarding dementia caregivers, researchers have conducted
studies on psychological issues, such as caregiving burden [5,16],
distress, and depression [17e19]. However, few studies have
focused on DRA experienced by caregivers directly or indirectly
while taking care of an FMWD [6] or had not addressed the sig-
niﬁcant DRA phenomenon experienced by middle-aged women
with a family history of dementia. Therefore, the study purposewas
to describe the lived experience of DRA in middle-aged caregivers
who have taken care of an FMWD.Methods
Study design
A descriptive phenomenological study was conducted to
explore the lived experience and essential structure of the experi-
ence of DRA in family caregivers. Giorgi's [20] phenomenological
method was used.Participants
Participants were recruited from a specialty clinic for dementia
disorders in Korea. The snowball sampling method was used for
convenience and accessibility of data collection on this special
phenomenon. Regarding adequacy and sufﬁciency as based on
Giorgi's method [20], a caregiver was considered eligible for
participation in this study if she was aged middle-aged
(40e59 years), was taking care of a family member with demen-
tia, and could read, write, speak, and understand Korean. Women
60 years and older were excluded from the study because of thechances that the respondents could already be in the early stages of
either age-related anxiety or dementia.
The sample consisted of 12 family caregivers. The participants'
mean age was 51.90 years (4 in their 40s, 8 in their 50s). All par-
ticipants were married and nine had completed college or a higher
degree (75.0%). Two participants had both parents with dementia,
and 10 participants had one parent with dementia (6 with a father,
4 with a mother). Six patients were diagnosed more than 5 years
before this study. All participants' parents had either Alzheimer's
disease or a vascular type of dementia. Three participants were
giving direct care at home; the others (n ¼ 9, 75.0%) were giving
indirect support, which meant that they had placed their parents in
a nursing home and made regular visits to those family members.
No eligible caregiver refused to participate in this study, and no
participant dropped out.
Data collection and procedure
After institutional review board (IRB) approval, data were
collected through face-to-face in-depth interviews by the re-
searchers from February to August 2014. Interviews were con-
ducted in each participant's home or ofﬁce, or at their parent's
nursing home, depending on the participant's preference. Partici-
pants were allowed to bring other family members or their friends
to the interviews, but no one did. Initially, interviews began with
semistructured open-ended questions to provide various possibil-
ities for the participants' answers. These questions were as follows:
“Can you please tell me about what you have felt when you ﬁrst
found out that your familymember had dementia?” and “Please tell
me your thoughts or experiences while taking care of and watching
the patient.” As the interviews progressed, the researchers used the
following prompts:
 What do you think about the relationship between dementia
and you?
 How did you feel when you realized that your parent had
dementia?
 Considering your experience as a caregiver for an FMWD, how
do you want to spend your old age?
The interviews were audio taped and lasted for approximately
60e90 minutes. The researchers met with each interviewer at least
twice, depending on the circumstances. While interviewing, the
researchers carefully observed the participant's physical or psy-
chological discomfort. A short break was given to the participant if
the interview lasted for 60 minutes or longer, and whenever the
participant wanted it. Theoretical sampling lasted until consistent
components emerged from the participants' responses.
Data analysis
Recorded interview contents were transcribed verbatim by two
independent researchers. Thoughts or feelings (e.g., desperation
and doubts) that surfaced during the discussion were written on
the ﬁeld notes. Transcribing the recordings took three or four times
longer compared to the time taken for the interviews. The
emerging components and related quotations were returned to the
participants for correction and feedback in the subsequent
interviews.
Data were analyzed in three steps according to Giorgi's
phenomenological analysis method [20]. In the ﬁrst step, the entire
descriptions were read independently several times by two re-
searchers to obtain awareness of DRA from the caregivers, and then
they summarized the descriptions. In the second step, meaning
units of the middle-aged women's DRA were identiﬁed and
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searchers' intentions and preconceptions regarding DRA. Within
the meaning units, common meaning units were grouped as a
component. In the last step, for phenomenological reduction, re-
searchers returned to the participants' descriptions, determined
the implication of the meaning units from the view of nursing
practice, and changed the meaning units through discussing, syn-
thesizing, and integrating the appropriate expressions for the
unique phenomenon. Minor discrepancies were discussed until
consensus was achieved. At the end, all researchers discussed the
ﬁndings and formed the essential structure of the DRA
phenomenon.Rigor
The methodological rigor of this study was established through
assessment by the evaluative criteria for trustworthiness devel-
oped by Lincoln and Guba [21]. To obtain the most accurate re-
sponses from the interviewees, researchers tried to create a
comfortable atmosphere in which to conduct the interviews. The
location depended on the participants' preferences, trying to
ensure that the participants would be comfortable and talk to the
researchers openly about DRA. In addition, the researchers had
repeated contact with the participants and thus had opportunities
to conﬁrm the interview data, clarifying any confusion in the data
and correcting any inaccuracies. The researchers established
applicability by showing the study ﬁndings to three middle-aged
women who had a family member with dementia and who had
not participated in this study. They identiﬁed with what they read
and said they had similar experiences and reactions. Consistency
was determined by a process of comparison, analysis, and conﬁr-
mation of derived results, following Giorgi's [20] phenomenological
analysis. To maintain neutrality, the researchers wrote these down
before the interviews and made notes so they would not let these
preconceptions interfere with how they conducted the interviews.
While data collection and data analysis progressed, researchers
tried to identify an essential meaning of DRA from the perspective
of middle-aged female caregivers.Ethical considerations
The institutional review board of the Chonnam National Uni-
versity approved this study according to the Declaration of Helsinki
(IRB no. 1040198-141516-HR-031-02).Results
The study ﬁndings showed that 6 components and 17 sub-
components emerged from the phenomenological analysis. The
essential structure was identiﬁed as the fear of losing self-identity.Components
1. Realistically feeling the effects of aging due to memory deﬁcits
The study participants were sensitive to changes in memory.
They had started to worry about memory loss, something that they
had not done in the past. They keenly felt the effects of aging and
became anxious when they could not quickly access the proper
words or expressions in conversations.
(a) Worrying more about memory deterioration than the pastThe participants were concerned that the frequency and level of
their forgetfulness, and the deterioration of their recent short-term
memory had become increasingly serious compared to that in the
past. They experienced discomfort due to forgetfulness and mem-
ory deterioration. For example, they sometimes arrived home and
realized they had forgotten to leave important messages in the
workplace. This kind of memory deterioration led to frustration and
worry that they were developing dementia, rather than accepting
that some memory loss is part of the natural aging process.
My forgetfulness is somewhat severe in my daily life. I do not
remember well. I do not know whether this is related to the
genetic issue… I experience forgetfulness often, and I think that
this is a step in developing dementia. I'm so worried about this
matter. (Participant 10)
(b) Feeling anxious when proper terminology was not remem-
bered immediately
The participants could compose documents (e.g., letters, notes)
using their computers, but had trouble writing on paper with a pen
because the proper words/sentences for the context did not easily
occur to them. Such difﬁculty led to anxiety. In particular, the partic-
ipants,whoweremiddle-agedandwhotookonavarietyof important
roles, were worried when they could not recall the name of a person,
book, or facts (e.g., their bank account balance). In addition, they felt
self-conscious when they stuttered during conversations. After
frequently experiencing these problems, they becameworried about
whether these problems were symptoms of dementia.
As I am in charge of a lot of work, I am going a little scatter-
brained. Sometimes, I could not think of appropriate words in
conversation and had to think for a while of what I wanted to
say… I am still young… but I sometimes cannot remember the
names of people I know, and sometimes even the name of my
neighbor. I think it is getting worse. Seriously, I am so worried
about whether or not I have early dementia like my parents.
(Participant 4)
2. Comparing one's behavior with that of one's own family members
The participants were interested in the inheritance of dementia
because each participant had at least one parent with dementia.
They compared the personality, behaviors, lifestyle, health status,
and other characteristics of the FMWD to their own and continued
to check for similarities between themselves and the FMWD.
(a) Being concerned about diseases causing dementia occurred
in the family
Comparing either themselves or other members of their family
to the FMWD, the participants believed that conditions such as high
blood pressure, cerebrovascular disease, or diabetes cause de-
mentia. The participants worried that they or their other family
members would be affected by one of these diseases, and when
they thought they had symptoms, they tried to take more action for
disease management to prevent dementia.
Caring for my mother, who has dementia and has suffered from
chronic conditions for more than 30e40 years, I believe that
dementia can be caused by the complications resulting from
diabetes. I'm more worried about diabetes. I saw patients who
used to see a doctor for diabetes admitted to the nursing home
for dementia… Therefore, I am concerned about what I can do if
diabetes causes dementia. (Participant 8)
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The participants compared the characteristics (e.g., sensitive
personality, frequent experience of stress, headaches, sleep pat-
terns, and attitudes) of the FMWD to their own behaviors. They
were surprised to ﬁnd themselves resembling the FMWD and, thus,
were worried about the high likelihood of developing dementia.
My father usually sleeps a lot in the early evening. I do too. My
father always began work at 5 A.M. Now I'm the same. I have
sleep habits similar to his and am even-tempered like my father.
In addition, my personality is very much like my father's; we are
particularly meticulous and organized people, and we both save
money for something we have planned. Because I am much like
my father, as I am getting older, I worry from time to time if I will
be affected by dementia just like him. (Participant 3)
3. Finding it painful to see a FMWD as he/she is
The participants were saddened to notice these changed char-
acteristics of the FMWD since he or she was diagnosed with de-
mentia. Looking at the FMWD, they became frustrated seeing the
loss of short-term memory and the worsening of aggressive be-
haviors. Sometimes, they did not get along well with the FMWD.
Simultaneously, theywere angry when the FMWDwas tied to a bed
because of hallucinations or loss of control over bodily functions. In
addition, it was so difﬁcult for them to see their FMWD losing their
identity and receiving disrespect as a human being in the nursing
home. They had difﬁculty accepting that the FMWD was lying in a
bed and needed care from someone else's hands.
(a) Being upset about the FMWD's changed characteristics
The participants remembered their FMWD as people who in the
past had preferred to take care of others and provide hospitality.
However, they were so upset by the changes in the FMWD. The
FMWD had begun to regard the family caregiver as a thief, became
greedy in eating, became outrageous in his/her behavior, some-
times becoming violent, and displayed signs of depression.
Looking at my father, I think the change in personality came
ﬁrst. My father's behavior has changed and now often he thinks
only of himself. He is easily annoyed or angry, and then we ﬁght
a lot and yell at each other. (Participant 6)
(b) Feeling frustrated when the symptoms worsen
The participants felt frustrated as the symptoms worsened: the
family member's level of cognition was rapidly degrading, physical
function declined, and violent behaviors were not under control,
despite medication.
Recently, my father's level of cognition has dropped sharply.
Until last year, there was no difference from the test results of
3 years ago. He behaves violently when he does not take
medication related to his behavior disorder. Regarding his
physical functions, his leg muscle strength is very weak and,
thus, he uses a wheelchair. I was okay when he had just a mild
cognitive impairment… However, to be honest, his violent be-
haviors are a little bit hard for me to accept. (Participant 3)
(c) Feeling angry about the FMWD being disrespected as a
human being
The participants were upset when nursing home staff seemed to
manage the FMWDwho had functional or cognition impairment asan inanimate object instead of as a human being and when they
showed disrespect to the FMWD. They worried the same would
happen to them.
The most important thing I could not understand is why the
nursing home staff tiedmy father into thewheelchair that he sat
in when he was moved around the hall in the nursing home.
Seeing him this way was so tough. (Participant 7)
(d) Feeling pitiful about the FMWD losing his/her sense of self
The participants felt regret as they looked at the FMWDwho had
forgotten everything and who had been living a life without
knowing who they were. They said that dementia symptoms are
worse than those of cancer because patients with cancer at least
have self-awareness, but they believe that dementia makes people
forget everything. They were anxious about their future and con-
cerned that dementia would affect them. In addition, they felt
sadness observing the FMWD's loss of self-identity.
When I think that I may lose myself… I wonder howmy mother
could forget everything. That is the only thing; I keep thinking
about this idea repeatedly… She does not recognize her family.
She does not know herself or who she is. Because she forgot
everything… Anyway, I worry about losing myself the most.
(Participant 9)
4. Not knowing how the disease process ends
The participants thought that dementia was a punishment from
God, and it was a more terrifying and dreaded condition than any
type of cancer or paraplegia. When the participants provided long-
term care for the FMWD who had little chance of recovery, they
soon became tired and discouraged. In addition, they said they felt
unhappy because no treatment was available for dementia, and
doctors were simple providing life-sustaining therapy for the
FMWD.
(a) Experiencing fatigue from providing long-term care
Despite feeling compassion for the FMWD, the participants
became tired physically and emotionally while providing long-term
care for the FMWD. As the FMWD's symptoms worsened, they had
difﬁculty coping with the problem behaviors of the FMWD, and all
the family members became exhausted in the end. This led them to
experience frequent and serious family conﬂicts and decrease their
frequency of visiting the FMWD.
People used to say that there are no good sons or daughters
giving care during a long illness. I feel weary and tired because I
had so many burdens. In the beginning, I was willing to help my
father, and I did work hard for him. However, I do not know
what to dowhen the frequency of the problem increases and the
severe symptoms get worse. The big one is the psychological
burden. I am sorry, but these days I have reduced the frequency
of family visits. (Participant 11)
(b) Not wanting to extend a meaningless life
The participants did not want the doctors to use life-sustaining
treatment for the FMWD since this would just prolong, rather than
improve, their life. It was so painful for them to look at the FMWD
continuing life in a vegetative state. They were skeptical about
prolonging the life of the FMWD. As a caregiver, however, they also
felt guilty when they stopped the life-sustaining treatment and
waited for their parent's death.
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artiﬁcial respiration therapy and is fed through a Levin tube. If I
have dementia and the same situation occurs, I just want to live
without any life-sustaining therapy. Seriously! If I need to live in
unconsciousness, if I have to live like this, I hate the idea. I would
feel more frustrated and gloomy. (Participant 2)
(c) Feeling hopeless as there is no cure
The participants recognized dementia as a terrifying disease
that they should prevent because there is no deﬁnite treatment for
dementia so far. They could no longer share conversations or ac-
tivities with the FMWD. In addition, they did not know how long
the person would live and how he/she would die. The participants
felt desperate because there are no solutions, and they could not do
anything for the FMWD.
Anyway, dementia is the most terrible disease that anybody can
have. Seriously, it is the cruelest, most hideous disease, more
than any kind of severe cancer or very severe paralysis in the
lower limbs. It is a scary disease. They look normal, but we are
not able to share anything from the past, present, and future
with them. I wish I were not affected by dementia… Because,
ﬁrst, there is no solution to solve this issue… it is hopeless… and
with no apparent treatment. (Participant 12)
5. Reducing the risk of dementia
Because the participants have a family history of parents or
grandparents affected by dementia, they think their likelihood of
developing dementia is high. If dementia is genetic and occurs
regardless of their efforts to prevent it, they are forced to accept
dementia as their destiny. However, they are making some efforts
to ﬁnd ways to reduce the likelihood.
(a) Higher risk of dementia due to a family history
Despite the participants being currently healthy, they frequently
think about their high likelihood for dementia because they have a
family history of dementia. They are ﬁlled with anxiety thinking
that they could develop dementia earlier compared to others and
want to see if they can prevent dementia.
I am a little more careful because I have a family history. My
mother has it so we may have it… I think it can be a problem
for me to see how many of my mother's brothers are affected
by dementia. Although the likelihood can't be 100% for us, I
believe that three out of seven sisters of mine, including me,
could be affected by dementia just like my mother was.
(Participant 1)
(b) Resigning oneself to one's inevitable fate
The participants had resigned themselves to their inevitable fate
that no one could prevent because of a genetic factor, despite
anything they did: playing cards, performing brain activities and
mental stimulation, and taking medications to improve brain cir-
culation. However, they also anticipated that a therapeutic drug
would be developed as soon as possible to prevent or treat
dementia.
Why were such famous people as Dr. Taewon Lee and Prime
Minister Thatcher affected by dementia? I think I need to accept
it as fate…While I have to accept it if it comes to me… I hope a
good therapeutic drug will be developed… I only gave up trying
to prevent it due to my family history. (Participant 2)(c) Not wanting to suffer from dementia miserably in their old
age
The participants thought of the FMWD, who knew nothing and
lived in the limited space and framework, as having been entrusted
into the hands of others regardless of their will, having lost human
dignity, were spending old agewithout purpose, andwere unhappy.
These participants hoped their old agewould not becomemiserable,
like that of the FMWD, and that they would not develop dementia.
Sometimes, they said, they dreaded their old age and wondered
whether they would experience the same fate as their FMWD:
We see our future through our parents. I do not want to spend
my old age like my parent, who is having such a miserable life
and putting so many burdens onto her children. I'm worried.
(Participant 5)
6. Trying to change one's lifestyle from what it used to be in the past
The participants were sensitive to the dementia-related infor-
mation reported across various media and actively collected the
necessary information about dementia prevention. To reduce the
risk factors of dementia, they tried to live their lives in an enjoyable
and meaningful way with positive attitudes, changed negative
lifestyle behaviors, and reﬂected on any passivity they displayed
and any negative attitudes they had developed.
(a) Becoming sensitive to dementia-related information
The participants responded favorably to the positive and useful
information about dementia reported across various media (e.g., TV
and newspapers). In addition, they collected data on dementia
prevention, and listened to stories and information from commu-
nity health centers and medical centers.
It is a thing that can happen to any of us so I'm paying a lot of
attention to dementia and gathering information about it.
Sometimes a newspaper or television broadcasting company
provides information about dementia prevention, including
good foods or exercise. Then I have an interest in the informa-
tion. (Participant 5)
(b) Practicing a healthier lifestyle than what they used to do in
the past
The participants have actively tried to practice a variety of
healthier lifestyle behaviors considered useful for dementia pre-
vention. These behaviors include a healthy diet, dietary supple-
ments, physical activity or exercise, leisure activities, good sleep,
vaccinations, regular health checkups, and medication adherence.
When a health problem occurred, they visited healthcare pro-
fessionals immediately.
It has already affected my mother, but we may be all right if we
change our lifestyle. We attempted to change things like…
having healthy organic foods, taking dementia-related medica-
tions, or considering changes of the surrounding environment…
I have a sister who is 60 years of age, and she is currently taking
medication for dementia prevention. There is a goodmedication
for brain circulation, which is a cerebrovascular improver. It had
to be started early for her in a state without dementia. In
addition, we went to a community health center to take some
blood tests. It might be too late for prevention, but we also take
vitamins and supplements. (Participant 1)
(c) Developing a more positive attitude towards life
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thinking life is meaningless, or that all action is in vain was un-
helpful; they then tried a more balanced and enjoyable life with
more positive attitudes. In other words, the participants were
willing to say “Thank you” and “I am sorry”, and focus on main-
taining amicable relationships with others. In addition, they tried to
do work and leisure activities with joy, looking at things with a
positive perspective and enjoying their current life.
Much of my thinking and behavior has changed in a positive
way. Previously, I used to be very temperamental. However,
looking at my father and how he was affected by dementia, I
reduced my desire for fame, money… I changed after my father
died of dementia. I hang out with my friends, try to smile all the
time, think positively, and anticipate hope. (Participant 2)
Essential structure
In this study, the essential structure of DRA in the caregivers for
an FMWD was the fear of losing self-identity. This study indicates
that it is not a ﬁxed, linear process but a repeated, circular process,
considering the feedback in accordance with time ﬂow and change
of situations. In addition, the participants seemed to make much
effort to overcome their fear of losing their self-identity. Figure 1
shows the essential structure of DRA in the caregivers.
To summarize, the caregivers (a) experience memory deﬁcits
and this reminds them that they are aging, (b) are afraid of possibly
losing their self-identity as a result of dementia because they haveFear of los
self-ident
Figure 1. Essential structure of demenseen what is happening to their family member and know that
dementia has a genetic component, (c) have difﬁculty seeing their
family member change in physical appearance and suffer decreased
mental acuity, (d) have increased anxiety about losing their self-
identity because they do not know how the disease process will
end, (e) want to escape from the likelihood of dementia in order to
keep their self-identity, and (f) try to change their lifestyle behav-
iors and life attitudes in a positive manner to improve their chances
of avoiding dementia.
Discussion
The overall experience of the caregivers regarding DRA was
the process of recognizing and overcoming their fear of losing
self-identity. This is similar to the ﬁndings from MacRae's [22]
study, which used a symbolic interactionist perspective and
phenomenology to examine the effect of early-stage Alzheimer's
disease on self-identity in older adults. She reported that the
participants were trying to normalize their lives as much as
possible to protect and maintain their self-identity, reassess
priorities according to their status, ﬁt their aspirations for the
future to the reality, review their life, and construct new di-
mensions for their sense of self. Although the caregivers in this
study were dementia free, they had experienced fear of losing
self-identity in the process of their long-term caregiving for an
FMWD whose symptoms were gradually worsening. Identity is a
multidimensional concept that includes the symbolic self, which
differentiates the self from others, and intersubjective reality,ing
ity
tia-related anxiety in caregivers.
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intact self experience self-identity through a physical body [23].
Dementia impairs not only physical functions but also the sym-
bolic self [24]. Both dementia patients and dementia-free in-
dividuals regarded impairment of independence, self-control,
and self-identity as more important than any physical changes
[25].
In this study, the caregivers indicated that due to aging, they
were experiencing some memory deterioration. In addition, they
had anxiety associated with this deterioration because they
recognized it as one of the signs of dementia, rather than as a
normal part of the aging process. According to the studies exam-
ining dementia occurrence, changes in memory functions may lead
people to believe they are developing dementia [15,24,26]. In
particular, middle-aged (40e60 years) women hadmore interest in
dementia morbidity as they experienced more memory deﬁcits.
Compared to those without a family history of dementia, the
caregivers with a family history of dementia thought memory
deterioration meant cognitive impairment [15].
The caregivers experienced DRA, comparing the similarities of
their symptoms and characteristics (e.g., personality, attitudes, &
health status) to those of the FMWD to explore their possibilities of
developing dementia. These ﬁndings support the notion that the
direct descendants of dementia patients recognize their genetic
predisposition to the condition and are aware of dementia-related
physical symptoms and the unhealthy lifestyle behaviors that are
considered risk factors for developing dementia [24]. Because the
caregivers with an FMWD are exposed to the process of the dis-
ease's progression, their DRA increases, causing concern that they
may be developing or will develop dementia.
The study's ﬁndings showed that these caregivers experienced
DRA when they witnessed the FMWD's worsening symptoms from
dementia. Similarly, Kong [27], who explored the experience of
family caregivers of older adults in nursing homes, found that
family caregivers experienced stress witnessing the cognitive
deterioration and behavior control disorders in their family mem-
bers and observing any staff members in the nursing home who
disrespected the older adults and neglected their needs. In addi-
tion, the study ﬁndings are consistent with those of one study [10],
who reported that anxiety experienced while caring for older
adults with dementia is emotionally more painful than the pain
experienced when caring for patients with any other health prob-
lems, and that this anxiety further increases the burden of
caregiving.
The caregivers said that they experienced DRA taking care of the
FMWD, who were losing human dignity and they described feel-
ings of frustration about the family member living in a vegetative
state. The ﬁndings support the notion that some people may
perceive dementia patients as living in an isolated “dementia
world” and call the patients experiencing this disease process, “the
living dead” [28]. Researchers reported that people were concerned
about dementia because they were excessively pessimistic about
the outcomes of dementia, and this increased their negatively
biased perspectives on the quality of life of those with dementia as
they approach the end of their lives [29].
The caregivers were anxious about the high likelihood of de-
mentia development due to a family history of dementia and
wanted to escape from the chance of developing dementia. It
could be a possible explanation of the caregivers' attitudes and
perception related to the DRA experienced from caregiving the
FMWD. This is consistent with other study [30] in which herme-
neutic phenomenology was applied to an exploration of the
experience of family caregivers for FMWD. According to the study,
the caregivers recognized caring for older adults with dementia as
them being “captured in a whirlpool of time”. In addition, whenthey compared their status to the past of the older adults with
dementia, they experienced fear of developing dementia them-
selves because only a few years earlier the family member had
behaved no differently to the caregiver. As dementia distorts the
symbolic self and intersubjective reality, individuals with de-
mentia are stigmatized, which means that the caregivers are also
stigmatized, preventing them from seeking timely dementia
diagnosis and recognition [31].
The caregivers wanted to live their old age differently from the
FMWD and did not want to be unhappy. After looking at dementia's
progression in the FMWD, they realized the importance and ne-
cessity of dementia prevention and saw an opportunity to change
their life by correcting their lifestyle habits and reviewing their
attitudes about life. Considering their experience of caregiving the
FMWD, the caregivers may want to develop or change their stra-
tegies for the pursuit of happiness in the present and lessen their
chances of dementia development in the future. This is similar to
the ﬁndings of one study [29] that concluded that concerns about
dementia motivate individuals to seek a positive and healthy life-
style. Our study ﬁndings also support those of Furlong and Wuest
[32] who used grounded theory to explore the self-care behaviors
of a caregiver looking after a spouse with Alzheimer's disease. They
found that the spouses did not recognize theworthiness of self-care
because they were too busy adjusting to their lives as caregivers.
However, they arrived at a turning point, recognizing the worth of
self-care after much effort to normalize their life, thus leading the
spouses of the caretakers to practice self-care behaviors that they
previously considered impossible. This indicates that development
of dementia in a family member leads other family members to
take an interest in dementia and be motivated to change to
healthier behaviors.
This study has important research and clinical implications.
Considering the dementia-associated social problems in fast aging
societies, this study described the in-depth experience of DRA and
the essential structure of the perspective of middle-aged women
approaching old age who care for an FMWD, and at the same time,
could potentially become patients with dementia themselves. In
addition, the study ﬁndings suggest that instrument development
efforts be made to assess DRA, differentiating it from general
anxiety and avoiding its underestimation in this population.
Further, the ﬁndings showed the signiﬁcance of the DRA the care-
givers could experience, indicating the need to develop evidence-
based dementia education and a detailed action plan so that care-
givers would not misinterpret their risk of dementia and assume
that the condition of their family member is a sign of their own
future.
There was one study limitation regarding the theoretical basis
for DRA, as phenomenology was applied to explore the meaning
and essential structure of the experience of middle-aged caregivers
with FMWD. Further studies are needed to explore the experience
of DRA from a symbolic interactionist perspective, thus applying
grounded theory to identify a theoretical basis for DRA.
Conclusion
By describing the lived experience of DRA in middle-aged fe-
male caregivers who look after an FMWD, this study provides the
essential structure of the experience in the population. The study
ﬁndings could help healthcare providers and researchers have
better understanding on DRA and give more attention to the
caregivers, contributing to their anxiety relief. Considering the
signiﬁcance of DRA in the caregivers of an FMWD, health promo-
tion strategies including dementia prevention and social support
should be developed and provided to improve their attitudes and
help them make behavior changes.
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